Background: Non-disclosure of cancer diagnosis continues to be practiced in India, with many family caregivers concealing it from patients in order to protect them from emotional distress.
Introduction
In many Asian cultures, where family embeddedness is an integral feature of the societal structure, the cancer process is a family experience wherein the family automatically becomes the patient's caregivers. 1 Correspondingly, patients often adopt a role of passive acceptance, trusting their family caregivers to entirely handle their medical situation. 2 This unique attitude of filial piety and compassion towards a cancer patient can extend to medical decision-making when families routinely act as proxies for the patient. 3, 4 Families take these decisions on behalf of the patients as they perceive the latter to be 'vulnerable' and in need of support, comfort, and protection from the stress of the bad news (i.e., cancer diagnosis). 2 Many Asian families believe it is their responsibility to protect the patient from the distressing news of their cancer diagnosis which may, in part, be due to the cultural attitude and taboo that cancer is tantamount to death. 5 This protective attitude and family-centered decision-making can result in many family caregivers choosing non-disclosure of cancer diagnosis to patients, to shield the patient from its negative emotional impact. [6] [7] [8] [9] [10] The incidence of families preferring non-disclosure ranges from 23% -66% [11] [12] [13] , with 17% -63% patients not being aware of their cancer diagnosis in Asian cultures. 8, [14] [15] [16] [17] To date, only a few studies have examined reasons for disclosure versus non-disclosure of a cancer diagnosis in Asia. These have shown that the most frequent reasons for disclosure are gaining patients' cooperation with healthcare procedures and staff, helping patients resolve any unfinished business, withholding diagnosis being impossible, confidence in the patient's ability to fight the disease, and believing that the patient has a right to their diagnosis information. 18, 19 The reasons most frequently quoted by families for not disclosing are that knowing the diagnosis can make patients feel discouraged and lose the will to fight the disease, can cause emotional and psychological distress, there being no need to inform patients of the truth, that patients may not want to know about their diagnosis, and that cancer diagnosis awareness may affect the treatment and curability unfavourably. 12, 19 While these studies have documented family caregivers' reasons for and against disclosing, they have not provided a more in-depth exploration of the complexity of the cultural and familial contexts of (non-)disclosure and the experiential aspects of the process of family caregivers' disclosure decision-making. In addition, these studies have not directly compared families who disclosed versus those who did not disclose the cancer diagnosis. Thus, this reduced their ability to differentiate motivations for families' decisions to inform or not inform their patients. Since non-disclosure is prevalent to varying degrees, it is important to understand what leads family caregivers to tell some patients and not to tell some others. To date, there is no research that has explored family caregivers' reasons for and for not disclosing a cancer diagnosis to their patient as well as their motivations for, and experiences of, their disclosure decisions. Therefore, the current study will seek to address these gaps in the literature by identifying and then exploring primary family caregivers' reasons for, and their experiences of, disclosure versus non-disclosure in India.
Method

Participants
Participants were primary family caregivers of patients with cancer. Individual interviews were conducted with a total of 15 caregivers (male n = 12, female n = 3) aged between 21 to 75 years (Table 1) . Eight caregivers were disclosing and seven caregivers were non-disclosing. All of the disclosing caregivers had known about the cancer diagnosis before the patient. Ethics approval for the study was obtained from the Research Ethics Committee at the Department of Psychology, University of Sheffield, UK. Approval for the study was also granted by Basavatarakam Indo-American Cancer Hospital (BIACH), Hyderabad, India.
Procedure
Primary family caregivers were approached in the hospital during their patient's treatment appointment and asked if they would be interested in participating in the study. The inclusion criteria were that the caregiver (i) was the primary individual who made the decision about whether or not to reveal the cancer diagnosis to the patient), (ii) did not have any psychiatric condition (as reported by the participant), and (iii) could speak English, Hindi or Telugu. If a caregiver expressed an interest in participating, then the researcher explained the study to them in detail in their preferred language.
After any questions had been answered, the informed consent form was explained to them.
Verbal consent was taken from caregivers who did not know how to sign. Upon obtaining informed consent, the researcher noted the caregiver's demographic details and the patient's demographic and medical details as shared by the caregiver. Following this, the researcher commenced the interview with the caregiver.
Interviews
Semi-structured interviews with open-ended questions were used to focus on primary family caregivers' reasons for disclosure versus non-disclosure of the cancer diagnosis to their patient.
The interview also sought to explore participants' motivations for, and experiences of, their disclosure decision. Table 2 describes the interview topic and sample questions. The interviews were held in private in the deputy medical officers' rooms that are on each wing/floor of the hospital. Each interview took approximately 25 minutes and was recorded on a digital audio recorder. All interviews were conducted in Telugu (as this was the regional language and the one the participants were most comfortable with as compared to Hindi or English) and were transcribed into English. All transcripts followed forward-and back-translation to ensure accuracy and that no cultural nuances and tones were missed in the process.
Analysis
The data underwent two stages of analysis. The goal of the first stage was to document reasons for and against disclosing. In order to achieve this, the first author produced a list of all the reasons for and against disclosing the cancer diagnosis cited by the caregivers through a content analysis of the interviews. 20 Participants cited a total of 44 individual reasons for disclosing and 70 reasons for not disclosing. The first and second authors then independently reviewed the reasons for disclosing and not disclosing to generate a coding scheme to categorize the reasons using appropriate labels (e.g., emotional well-being, lack of control, patient's personality). The first and second authors then met to discuss and agree on the coding scheme before independently categorizing the individual reasons. Upon the completion of the categorization, a Kappa score was calculated to assess agreement between the raters. A Kappa score of .76 was achieved for the reasons for disclosure and .77 for the reasons for non-disclosure, both considered acceptable scores. 20 Any disagreements were resolved through discussion.
The goal of the second stage of the analysis was to select illustrative quotes to highlight each reason and to more fully understand caregivers' underlying motivations and experiences. The transcripts were carefully read by the first author to gain a deeper understanding of the caregivers' accounts. The author marked quotes which best highlighted these motivations and experiences. The second author then independently audited the transcripts containing these quotes. A final set of illustrative quotes for each reason was then agreed by both the authors. In this way, the authors attempted to capture caregivers' motivations for, and experiences of, cancer diagnosis disclosure versus nondisclosure.
Results
The number of disclosing and non-disclosing caregivers who cited each of the final reasons for, and for not, disclosing are presented in Tables 3 and 4 . A cut-off point of at least one-third of participants was used to help identify the modal reasons for, and for not, disclosing. Six reasons for disclosing were cited by at least one-third (i.e., 3 out of 8) of the disclosing caregivers, whereas no reasons for disclosing were cited by at least one-third (i.e., 3 out of 7) of the nondisclosing caregivers (Table 3 ). Six reasons for not disclosing were cited by at least one-third of the non-disclosing caregivers, whereas only two reasons for disclosing were cited by at least onethird of the non-disclosing caregivers ( Table 4) .
Reasons for disclosing given by disclosing caregivers
1. Emotional well-being. The most frequently cited reason given by disclosing caregivers for revealing the cancer diagnosis to their patient was to ensure the patient's emotional well-being.
Caregivers believed that if their patient was unaware of the illness, then they would become suspicious, which could lead to feelings of panic, fear, and worry. Before disclosing, caregivers considered several scenarios that had the potential to increase their patients' levels of emotional "trauma" or lead them to be in a "bad state". The most frequently cited situations were when family members would have to talk in whispers about the illness in the presence of the patient and that the side-effects of the treatment could alarm the patient. Thus, caregivers felt that knowing earlier on in the cancer trajectory could prevent future distress.
If the patient doesn't know, everyone will be whispering and she will be suspicious. This will have a psychological affect. (DC 1)
Patient might get highly suspicious which will increase their tension, they might over think.
2. Lack of control. Given that the participants were recruited from a tertiary cancer center, caregivers were aware that they would not have been able to conceal that they were at a 'cancer' hospital. The waiting time at the hospital as well as the layout of the treatment spaces allowed for an increased likelihood for patients to converse with each other. Hence, caregivers were conscious of the possibility that someone would "inadvertently" disclose the diagnosis to their patient.
Once we came here (BIACH) I knew that the patient can read the signs and is educated enough to guess it's cancer. (DC 4)
Somehow, inadvertently…in an encounter with someone, she will get to know its cancer…that's why we told her. (DC 2) 3. Preparation. Caregivers believed that patients who were aware of and ready for the consequences of cancer and its treatment fared better and were more resilient. Further, caregivers acknowledged that in the center of the cancer trajectory was the patient who was experiencing and facing the illness directly. Therefore, the caregivers felt it was necessary for patients to be prepared to "physically and mentally fight" the illness.
Telling her the diagnosis was better for her as it is she who has to go through all the treatment.
(DC 5)
She has to accept it (cancer) and fight it. She is in a strong position now as she is prepared for the cancer journey. (DC 9) 4. Family reasons. Some caregivers felt they could grow together and as a family through the cancer experience. Caregivers also felt they were able to engage in their caretaking efforts effectively because once the patient was aware of their diagnosis they were able to talk freely about the illness, thus allowing for opportunities to keep the channels of communication and family bonding open.
Family gains from informing. It is easier to handle the situation now because we speak openly about it (cancer). But for one month our whole family was depressed. We kept thinking, "Why did we get this disease?" Now, we don't have that depressionwe can face anything together, we have become very attached (to each other). (DC 2)
We (the patient and family) mature from the experience. (DC 3)
Patients' personality. Some disclosing caregivers exhibited high levels of confidence about
their patient's ability to handle the impact of the diagnosis. Further, the caregivers felt that the patient may persistently ask questions about their illness, mainly because they perceived the patient as "extremely intelligent" thus making it impossible to "hide" the diagnosis.
She's a brave person. I knew she could handle it (cancer diagnosis). (DC 8)
If she does not know why she is having to go through cancer treatment, then she will keep asking me questions. I will be stuck. So I told her. (DC 5) 6. Longevity and Curability. Caregivers reported a positive connection between disclosure, the patient's state of mind, their emotions and its impact on their body (i.e., health outcomes), which could improve their longevity and/or increase their chances of disease curability. Thus, caregivers were able to envision the benefits of disclosure, rather than framing their reasons based on the potential negative outcomes of non-disclosure.
If my patient knows, she will be confident and then the recovery will be much better and quicker. (DC 1)
My logic was simple: if they (their patient) know the truth, they won't be scared. If they are not scared, they will live longer. (DC 2)
Reasons for not disclosing given by non-disclosing caregivers 1. Emotional well-being. The most frequently cited reason by non-disclosing caregivers for nondisclosure was to protect their patient's emotional well-being. The caregivers believed that their patients may react negatively to the cancer diagnosis which would result in the latter becoming "emotionally and mentally disturbed". They felt that patients would be more "stable and encouraged", less fearful and tensed, and would not be depressed as they were unaware of their diagnosis.
If he knows, then he will feel disheartened, he will become weakened and upset. (NDC 2)
The patient is already fearful of the operation (surgery). On top of which if they also know that it is cancer, it will only increase their fear. (NDC 7)
2. Patient's personality. Non-disclosing caregivers reported that the patient's personality was another key reason for non-disclosure. This reason was frequently justified on the basis of previous experiences in which the patient had reacted negatively to a "scary" diagnosis and situations in which they had not exhibited resilience or a positive outlook. Caregivers felt that their patient was not "rough and tough" enough to handle the diagnosis and that they did not know enough about cancer to understand that there may be a cure to the illness.
The patient is too sensitive, isn't 'rough and tough'. (NDC 2)
Depends on patient's personality. She was adamant about not even going to a hospital as she was scared of the cancer tests the first time we did them. (NDC 3)
Longevity and Curability. The caregivers felt that patients' longevity and disease curability
was associated with how patients' mental well-being influenced their body's ability to respond to the illness and its treatment. Further, non-disclosing caregivers believed that if patients were told of their diagnosis, then they would become too upset to engage in self-care behaviours, which could compromise their lifespan.
The more she thinks about it (cancer), the more she will get depressed, and the more her body will not respond (to treatment). (NDC 1)
The disease may not get cured if the patient is fearful. (NDC 7) 4. Barriers to communication. Some non-disclosing caregivers cited barriers to communication as a reason for not disclosing, with key issues being their own lack of knowledge and their inability to provide patients with a justifiable explanation for their cancer. Additionally, primary family caregivers were unsure about how to disclose the diagnosis to the patient and how to handle the patient's subsequent reactions to the diagnosis.
If the patient had a bad habit (e.g., smoking, alcohol abuse), you can mentally prepare them by telling that their cancer came due to the habit. But he (their patient) is a person who is very healthy, who never even had a bad fever…there's no valid reason for him getting this disease.
So what am I going to tell him when he asks me why he got this (cancer)? (NDC 4)
Frankly, we are scared that she'll get very scared. How am I supposed to tell her when I am myself so scared? (NDC 5)
5. Disease severity. The major determining factors for citing disease severity as a reason for nondisclosure were patients' level of pain and the stage of the disease. The caregivers felt that empathic non-disclosure would at least reduce the negative impact of the cancer experience on the patient.
The patient is already unstable due to pain. Why should I worsen it for them? (NDC 6) 6. Family reasons. Some caregivers felt that disclosing to their patient would have a ripple effect such that other family members would also become aware of the diagnosis. Visiting or contacting a sick/dying relative, irrespective of how distant one's relationship is to them, to offer one's sympathies is a social custom in India. 21 Non-disclosing caregivers reported that they were not confident that their extended family's reaction would be conducive to the patient's well-being and they were certain that their negative reactions would create opportunities for increased emotional "drama".
If she doesn't know, then we can make sure that our relatives don't know also…. You see, if the news (of the cancer diagnosis) will spread to relatives who will call her (the patient) to share their sorrow. They will aggravate her trauma and grief by reminding her of her young children. People will bring her down. (NDC 6)
If you tell the patient, then you have to tell everyone. Telling no one is beneficial. If too many know….especially ladies….they will appear sad in front of the patient. This will make the patient depressed even further. (NDC 4)
Discussion
The current study explored Indian primary family caregivers' reasons for disclosure versus nondisclosure to patients about their cancer diagnosis. The findings revealed six main reasons for disclosing: emotional well-being, lack of control, preparing the patient, family reasons, patient's personality, and longevity/curability of the disease. The reasons of lack of control, preparing the patient, and patient's personality are in line with previous research examining families' reasons for disclosing, whereas the reasons of emotional well-being, family reasons, and longevity/curability of the disease add to the existing literature. 12, 13 The findings also revealed six main reasons for not disclosing: emotional well-being, family reasons, patient's personality, longevity/curability of the disease, barriers to communication, and disease severity. The reasons of emotional well-being, patient's personality, and longevity/curability of the disease are in line with previous research examining families' reasons for non-disclosing, whereas family reasons, barriers to communication, and disease severity add to the existing literature. 12, 18, 19 Of particular interest is the finding that patients' emotional well-being, personality, beliefs about the longevity and curability of cancer, and family reasons were cited by both disclosing and nondisclosing caregivers as their reasons for and for not disclosing, respectively. However, it is important to note that while these reasons were cited by both the groups, they operated differently for each of them. Since all the caregivers were an immediate family member of the patient, the patient's reactions to cancer were both foreseeable and important to them. In view of the many demands cancer places on caregivers, 22, 23 it is not surprising that each group of caregivers took into consideration how manageable a patient would be if they became aware versus remained unaware of their diagnosis. Interestingly, caregivers perceived there to be a link between an optimistic/pessimistic personality, response to cancer, and subsequent health outcomes, such that a patient with a positive personality will be better able to cope with the cancer diagnosis thus impacting their health outcome positively and vice-versa. Indeed, previous research has indicated an association between optimism and fighting spirit, 24 and pessimism and poorer adjustment among cancer patients. 25 The study revealed some reasons for and against disclosing that were unique to each caregiver group. Disclosing caregivers gave two additional reasons for revealing the diagnosis to their patient: preparation and lack of control. Consistent with previous quantitative research, disclosing caregivers in the current study reported that their decision was made in order to prepare the patient and due to their inability to control the external environment. 18, 19 Thus, there may be higher levels of cancer awareness among disclosing caregivers than their non-disclosing counterparts as the former exhibited knowledge about the side-effects of cancer treatment and its lengthy trajectory. In addition, disclosing caregivers may make a pragmatic decision to disclose as they recognise the likelihood that patients might become aware of their cancer diagnosis through external cues, such as being in a cancer hospital and talking to other patients, over which they have little control. Non-disclosing caregivers gave two additional reasons for concealing the diagnosis from their patient: barriers to communication and disease severity. In line with previous research, non-disclosing caregivers in this study reported preferring to not reveal the true diagnosis because they did not know how to inform, did not know how to handle the patient after disclosing, and felt ill-equipped to answer the patient's questions about the causes for their cancer. 26 This was particularly the case when caregivers preferred empathic non-disclosure, that is they felt that telling the truth would exacerbate the severity of the patients' disease or its sideeffects (e.g., pain).
It is striking to note that in this study disclosing and non-disclosing caregivers perceived their families in different ways, which influenced their disclosure decisions. Disclosing caregivers believed that the patient would be able to adjust to their diagnosis and that they (i.e., caregiver and patient) could grow together through the cancer experience. This highlights the caregivers' ability to view their care-taking role as an opportunity to mature with their patient rather than as a burden, indicating an optimistic and/or resilient approach towards cancer. This finding supports existing psycho-oncology research in India which has found that many family caregivers made positive appraisals of their altered, more demanding role and that caregivers experienced cancerrelated posttraumatic growth. 27, 28 However, contrasting this "fight it together" attitude, non-disclosing caregivers reported that their extended family was a barrier to truthful disclosure because they would react in a negative, overtly sympathetic manner that could make the patient feel worse. This emphasizes non-disclosing caregivers' negative approach to their changed role as well as their relationship with their patient, i.e., they felt that it would be difficult to manage and/or monitor their relatives' interactions with the patient alongside their other caregiving tasks, thus placing a huge demand on their limited resources (i.e., physical and emotional). Thus, disclosing and non-disclosing caregivers were observed to view their responsibilities towards their patient and their ability to carry out their duties differently, such that the former used an assets-based approach (i.e., focussing on the strengths and potentials) while the latter used a deficit-based approach (i.e., focussing on the difficulties and limitations) to their role as a caregiver. 29, 30 Non-disclosing caregivers were less likely to cite reasons for disclosing than disclosing caregivers were to cite reasons for not disclosing. This finding is in line with previous research that has found this form of high endorsement from disclosing caregivers and vice versa. 12, 19 Indeed, as was observed in the disclosing participant profiles, although all were aware of the true diagnosis before their patient was, and most withheld the information at the outset, they subsequently disclosed the diagnosis. Therefore, it is possible that in the process of disclosure decision-making, these caregivers considered the benefits and issues regarding disclosing versus not disclosing the diagnosis to their patient. On the other hand, non-disclosing caregivers may have firmly made up their mind about their decision, thus not allowing themselves to consider the benefits of disclosure. This form of decision-making may have helped them to function productively in their caregiving role without any lingering doubts. These findings are also in line with cognitive dissonance theory as, 31 having made a decision, caregivers endorsed reasons that supported their decision and disagreed with (or did not even mention) reasons for the alternative course of action.
It is noteworthy that caregivers substantiated some of their disclosure decisions by imagining the opposite scenario. For example, disclosing caregivers felt that if they were to withhold the diagnosis from the patient he or she would get more curious about their illness, and that caregivers would not be able to continue with non-disclosure as the patient may find out about the illness once they arrived at a 'cancer' hospital. As for non-disclosing caregivers, they believed that disclosure would upset patients to the point of jeopardizing lifespan, and that if caregivers were to reveal the diagnosis then their extended family's response to this news would be too difficult to handle. These findings underline the cognitive processes involved in disclosure decision-making in which the family attempts to picture various consequences of disclosing versus non-disclosing before making the decision based on what they believe to be the best outcome for the patient. These findings are consistent with previous quantitative research in which reasons for (non)disclosure were phrased in the context of the opposite scenario. 18 
Limitations
A number of limitations that should be noted. First, due to the small sample size, the generalizability of the findings remains to be established. In addition, the sample predominately, but not exclusively, comprised well-educated, male caregivers. This may reflect the patriarchal system in India in which men frequently take dominant decisional roles, a phenomenon that is particularly apparent in care taking. 32, 33 This person (male) will typically be a close family member, but can also be a more distant relative, such as a cousin or brother-in-law, if they are the most qualified (or educated) person in the extended family. As a result, in the current study, it was often a male caregiver who accompanied the patient to their hospital appointment as the key family member making decisions about the patient's care (including the decision to disclose the cancer diagnosis or not). Second, the present study focused on caregivers' attitudes toward disclosure of cancer diagnosis but not cancer prognosis. Future research could examine Indian caregivers' attitudes and preferences for disclosure versus non-disclosure of cancer prognosis to cancer patients who are at different stages of their illness. Finally, the study cannot determine whether the reasons given for and for not disclosing change over time and/or the extent to which they are important when caregivers are about to decide to disclose. Future studies should therefore use longitudinal designs to explore these issues.
Implications for Research and Practice
Notwithstanding these limitations, the current findings have a number of implications for research and practice. In particular, the findings suggest a need to unpack how the decision to disclose versus non-disclose unfolds over time to track the psychological underpinnings and changes in this decision, and gain a deeper understanding of how these decisions interact with caregivers' experiences of their role over a period of time. A major implication for practice arises from the finding that non-disclosing caregivers approached their role through a deficit-based style and, as a result, feelings of cognitive dissonance may be experienced by this group.
Therefore, non-disclosing caregivers may require additional psychological support such as discussing their experiences in terms of caregiving, focussing on the positive aspects of their role as a caregiver. This support may be best delivered through cancer nurses since they interact more personally with the patient and their families (than physicians), 34 thus affording them a better understanding of the internal family dynamics as well as developing a relationship with the patients and their primary caregivers.
One of the key roles of an oncologist as the principal medical care provider is to disclose a cancer diagnosis to a patient. While this is an accepted practice in Western cultures, oncologists practicing in Asian cultures or in multicultural countries may be approached by family members to not reveal the true diagnosis to the patient. 35 Oncologists may therefore be faced with the need to strike a delicate balance between their professional responsibility towards the patient and respecting the family's wishes as the key informal caregivers. Recent research has called for a collaborative communication method in such situations to include the oncologist, family members and the patient in cancer communication and decision-making. 36, 37 To foster this more collaborative approach, oncologists may require additional training in dealing with patients' and caregivers' reactions to a cancer diagnosis.
Conclusions
This study highlighted the importance of using a qualitative methodology to explore a complex, cultural phenomenon such as cancer non-disclosure. Further, the study brings to the fore three key findings. First, most of the reasons for disclosing and not disclosing were the same, although these reasons operated differently for disclosing and non-disclosing caregivers. Second, families perceived their patient differently which reflected on how they undertook their caregiving responsibilities such that disclosing families used an assets-based approach and non-disclosing used a deficit-based approach to their role. Finally, there were cognitive consistency effects which, we propose, worked to reduce dissonance regarding the disclosure decision among both the caregiver groups. The findings also have important implications for cancer care both in India (and other Asian countries) as well as Western multicultural countries, where oncologists and cancer nurses may encounter requests for the non-disclosure of a cancer diagnosis from family members.
